Marquette Benefits and Social Welfare Law Review
Volume 21
Issue 1 Spring

Article 4

2020

One For All? The Use of Anencephalic Newborns as Organ Donors
Meaghan McTigue

Follow this and additional works at: https://scholarship.law.marquette.edu/benefits
Part of the Elder Law Commons, and the Social Welfare Law Commons

Recommended Citation
Meaghan McTigue, One For All? The Use of Anencephalic Newborns as Organ Donors, 21(1) Marq. Ben &
Soc. Welfare L. Rev. 63 (Spring 2020).

This Article is brought to you for free and open access by the Journals at Marquette Law Scholarly Commons. It
has been accepted for inclusion in Marquette Benefits and Social Welfare Law Review by an authorized editor of
Marquette Law Scholarly Commons. For more information, please contact megan.obrien@marquette.edu.

ONE FOR ALL? THE USE OF ANENCEPHALIC
NEWBORNS AS ORGAN DONORS
By Meaghan McTigue
ABSTRACT

It is a late night in a Wisconsin hospital when a birthing team
assembles in an operating room for the birth of a little girl. Unlike
the events that surround most births, there was no baby shower, no
painstaking assembly of a crib, nor a college fund set-up in preparation of the future. This newborn baby girl is an anencephalic newborn. Her entire life will be only minutes or hours long. However,
her parents seek to make her impact last far longer than that with the
donation of her organs and tissues. They seek to help those like a
little boy down the hall in desperate need of a liver transplant but too
tiny to be a recipient for most viable organs on the registry. Her parents may wish this to be her legacy, but that is not a decision they can
make.
There is a newborn with healthy organs, but only minutes to
live, and one in desperate need of them who possess the potential for
a long life if they are received. However, the current legal framework
in the state of Wisconsin precludes the possibility of this donation.
Precludes the possibility of that long life.
This comment seeks to make the argument for a change to Wisconsin Statute 146.71 to include a provision for anencephalic newborns to be considered dead for the purposes of neonatal donation.
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INTRODUCTION TO ANENCEPHALY AND THE ORGAN DONATION
PROCESS
A. Medical Basics: What is Anencephaly?

Anencephaly is a congenital disability in which the major parts
of the brain, scalp, and skull of a fetus do not wholly form as the fetus
is developing in the womb.1 The defect results in minimal development of the brain.2 Specifically, an anencephalic newborn will lack
all or part of the cerebrum, the area of the brain used for thinking,
seeing, hearing, touch, and movement.3 Additionally, anencephaly is
marked by the absence of bone on the back of the head and missing
bone structure on the front and sides of the head.4
As is spina bifida and encephalocele, anencephaly is the result
of a neural tube defect.5 During pregnancy, the human brain and
spine both begin as a flat plate of cells.6 These then roll into a tube,
called the neural tube.7 If all or part of the neural tube fails to close,
leaving an opening, it is known as an open neural tube defect.8 In the
case of anencephaly, the neural tube fails to close at the base of the
skull.9 Consequently, the developing brain and spinal cord are exposed to the amniotic fluid which surrounds the fetus in the womb.10
This exposure causes the nervous system tissue to degenerate, resulting in the missing cerebrum and skull bones.11
Anencephaly is one of the most common types of neural tube
defect, affecting about one in one-thousand pregnancies.12 However,
most of these pregnancies end in miscarriage.13 Thus, the prevalence
of this condition in newborns is much lower than other similar defects. An estimated one in 10,000 infants in the United States is born
1. Facts About Anencephaly, CTR. FOR DISEASE CONTROL AND PREVENTION (Aug. 2,
2017), https://www.cdc.gov/ncbddd/birthdefects/anencephaly.html.
2. Anencephaly, CHILDREN’S HOSP. OF WIS. (2019), https://www.chw.org/medicalcare/fetal-concerns-center/resources.
3. Anencephaly, CHILDREN’S HOSP. OF ST. LOUIS (2019), https://www.stlouischildrens.org/conditions-treatments/anencephaly.
4. Id.
5. CHILDREN’S HOSP. OF WIS., supra note 2.
6. Id.
7. Id.
8. Id.
9. Id.
10. Anencephaly,
U.S
NAT’L
LIBRARY
OF
MED.
(Oct.
15,
2019),
https://ghr.nlm.nih.gov/condition/anencephaly.
11. Id.
12. Id
13. Id.
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with anencephaly.14 More female newborns have anencephaly than
males, this could possibly be attributed to the higher rate of spontaneous abortions or stillbirths among male fetuses.15
The diagnosis of anencephaly may be made at birth; however,
it is more commonly made during the pregnancy.16 Anencephaly results in abnormal blood or serum screening test results during prenatal testing or may be observed during an ultrasound.17 Additionally, prenatal diagnoses have been made via amniocentesis.18 If not
detected in utero, a diagnosis can be made immediately after birth
by physical exam, as the baby’s head often appears flattened due to
the abnormal brain development and missing bones of the skull 19
There is no medical treatment for anencephaly. Due to the lack
of development of the brain, approximately seventy-five percent of
infants are stillborn, and the remaining twenty-five percent of babies
die within a few hours, days, or weeks after delivery.20 Any treatment that is provided to the newborn is purely supportive, meaning
all efforts and treatments are done so with the intention to keep the
baby as comfortable as possible.21 Although such efforts are usually
minimal, as these infants are unconscious, cannot feel, and are usually blind and deaf.22
B. Organ Donation Basics: How Does the Process Work?
For thousands of recipients each year an organ donation offers
a renewed future. This additional chance at life is provided by donors, both living and deceased, who give their organs and tissues to
others. A living donor can donate organs such as the kidneys, part of
a liver, and a lung.23 There are about as many living individual donors every year as there are deceased; however, most organ and tissue donations occur after the donor has died.24 There are an
14. Id.
15. Anencephaly,

CLEVELAND CLINIC (Jan.
19, 2017), https://my.clevelandclinic.org/health/diseases/15032-anencephaly.
16. CTR. FOR DISEASE CONTROL, supra note 1.
17. Id.
18. CHILDREN’S HOSPITAL OF ST. LOUIS, supra note 3.
19. CHILDREN’S HOSPITAL OF WIS., supra note 2.
20. Id.
21. CHILDREN’S HOSPITAL OF ST. LOUIS, supra note 3.
22. Cephalic Disorders Fact Sheet, NAT’L INSTITUTE OF NEUROLOGICAL DISORDERS AND
STROKE (Aug. 13, 2019), https://www.nids.nih.gov/Disorders/Patient-Caregiver-Education/Fact-Sheets/Cephalic-Disorders-Fact-Sheet.
23. How Organ Donation Works, DEP’T OF HEALTH & HUMAN SERV. (Aug. 22, 2019),
https://www.organdonor.gov/about/process.html.
24. Id.
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estimated 125,000,000 registered organ donors, with only about three
in 1,000 able to donate upon death.25 An individual must die under
specific circumstances in order to be a viable deceased donor; most
typically a donor’s death is the result of illness or accident, such as
severe head trauma or stroke.26 The manner in which a person dies
determines what organs and tissues can be donated.27
Donation can occur after either cardiac death or brain death.28
Donation after Cardiac Death [DCD] is an available option after a
donor has suffered “devastating and irreversible brain injury and
may be near death, but does not meet formal brain death criteria.”29
After the donor’s family decided to withdraw support, the patient is
removed from a ventilator and death is determined.30 Cardiac death
is declared after an individual no longer has a pulse, blood pressure,
cardiac sounds, or spontaneous respiration.31 Upon the initial determination, the care team waits five minutes to ensure there is no autoresuscitation.32 After five minutes of ceased circulation, a hospital
physician declares death, and the transplant team immediately begins organ recovery.33 This type of donation does not cause or hasten
death.34 From the time of the Quinlan decision in 1976, a generally
accepted ethical norm is that withdrawal of life support does not
cause the patient’s death, rather, withdrawing life support allows the
patient to die — it is the disease or injury that causes the patient’s
death, not the physician.35
The majority of deceased donor organ donations take place following a declaration of brain death.36 According to the American
Academy of Neurology, brain death is the irreversible

25. Id.
26. Deceased Donation, DEP’T

OF HEALTH & HUMAN SERV. (Aug. 13, 2019),
https://www.organdonor.gov/about/process/deceased-donation.html.
27. Understanding Donation & Transplantation, CTR. FOR ORGAN RECOVERY & EDUC.
(2018), https://www.core.org/understanding-donation/
28. Id.
29. Donation After Cardiac Death (DCD), UC DAVIS HEALTH, (Aug. 22, 2019)
https://www.ucdmc.ucdavis.edu/transplant/nonlivingdonors/nonliving_after_cardiac.html.
30. Sade, Robert S., Brain Death, Cardiac Death, and the Dead Donor Rule, 107 J. S.C. MED.
ASSOC. 146, 148 (2011).
31. UW Organ and Tissue Donation, UNIV. OF WIS. HEALTH, (Last visited Sept. 30, 2019)
https://www.uwhealth.org/organ-donation/learn-about-organ-donation/12966.
32. Id.
33. CTR. FOR ORGAN RECOVERY & EDUC., supra note 27.
34. CTR. FOR ORGAN RECOVERY & EDUC., supra note 27.
35. Sade, supra note 30, at 146.
36. Sade, supra note 30, at 146.
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loss of clinical function of the brain, including the brain stem.37
Brain death is the legal definition of death.38 Brain death is not a coma
or persistent vegetative state and is determined in the hospital by one
or more physicians not associated with a transplantation team.39 To
determine brain death for purposes of donation, the patient undergoes numerous tests to confirm an “irreversible loss of brain function
and support the pronouncement of brain death.”40 In most cases, the
brain-dead patient has suffered a brain injury resulting from trauma,
oxygen deprivation or stroke.41 The person’s heart is kept beating by
mechanical ventilation, which enables blood and oxygen to flow to
their organs and preserve their viability.42
C. How are These Two Related?
There are more than 115,000 candidates, 2,000 of which live in
Wisconsin, awaiting a transplant on the United States national waiting list.43 However, only 34,770 transplants were performed in 2017
– a national record high for the fifth consecutive year.44 Although
this is a positive trend there is still a tremendous shortage; twentytwo people die each day waiting for a transplant.45 The shortage of
organs available for infants is even more severe than that which exists for children and adults.46 Only 135 pediatric organ donors nationally in 2016 were infants under the age of twelve months.47 Between 2008 and 2013, just twenty-one organ donors in the United

37. Understanding Brain Death, FINGER LAKES DONOR RECOVERY NETWORK (Aug. 22,
2019), http://www.donorrecovery.org/learn/understanding-brain-death/.
38. Donation After Brain Death Versus Donation After Cardiac Death, UW HEALTH (Apr.
8, 2013), https://www.uwhealth.org/organ-donation/donation-after-brain-death-versus-donation-after-cardiac-death/13823.
39. FINGER LAKES DONOR RECOVERY NETWORK, supra note 37.
40. CTR. FOR ORGAN RECOVERY & EDUC., supra note 27.
41. Id.
42. Id.
43. Organ, Tissue, and Eye Donation, DEP’T OF HEALTH & HUMAN SERV. (Apr. 30, 2019),
https://www.dhs.wisconsin.gov/donatelife/index.htm.
44. Deceased Organ Donors in United States Exceeded 10,000 for First Time in 2017,
UNITED NETWORK OF ORGAN SHARING (Jan. 9, 2018), https://unos.org/news/deceasedorgan-donors-in-united-states-exceeded-10000-for-first-time-in-2017/.
45. Organ and Tissue Donation Program, WIS. DEP’T OF HEALTH SERVICES (Apr. 30,
2019), https://www.dhs.wisconsin.gov/donatelife/index.htm.
46. Jay A. Friedman, Taking the Camel by the Nose: The Anencephalic as a Source for Pediatric Organ Transplants, 90 COLUM. L. REV. 917, 920 (1990).
47. Jessica Barr, Ariel Conners, and Caitlyn Cowart, Exploring Organ Donation with
Families of Pediatric Patients, AMERICAN NURSE TODAY (Oct. 25, 2017), https://www.americannursetoday.com/organ-donation-pediatric-patients/.
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States were a week old or less.48 The size of the body and the organs
are taken into account when matching donors to recipients; thus, infant children most often receive donations from other young people.49 However, the number of possible infant donors is limited.50
As a result of their size and short prognosis, anencephalic infants are often pointed to as possible donors to help aid in this shortage and provide the gift of life to other infant children. Anencephalic
newborns may not be a complete solution, but they can be a worthwhile option when none others exist.
II.

THE PROBLEM PRESENTED

Under the current medical and legal standards, the use of anencephalic infants as organ donors is not a straightforward task. Anencephalic newborns will not usually, and do not in Wisconsin, satisfy
the standard brain death criteria for organ donation because of adequate brainstem function that maintains spontaneous respiration
and heart rate after birth.51 Donation after cardiac death is not a feasible option, as a result of the organs having undergone ischemic
damage, making them unsuitable for transplantation.52 This occurs
because cardiovascular and respiratory functions deteriorate gradually in anencephalic infants before death.53 Moreover, the use of life
support does not improve the chance of successful organ donation
from anencephalic infants.54 While organ function may be maintained with life support, as brainstem function deteriorates multisystem organ failure develops before sudden death and thus the organs
are not suitable for donation.55
After their natural death has occurred, anencephalic newborns
may be candidates for donation for research. Donation for research
has a wide variety of potential donations. Currently, as long as there
is a research need and specific criteria are met, a baby with anencephaly may be capable of donating liver, lung, heart, kidney, pancreas,
thymus (organ donations), skin samples, corneas, retinas, and some
48. The Littlest Donors: Neonatal Organ Donation Offers Hope in Tragedy, NBC NEWS
(Mar. 18, 2014, 4:05 AM) https://www.nbcnews.com/health/kids-health/littlest-donorsneonatal-organ-donation-offers-hope-tragedy-n51436.
49. Friedman, supra note 46.
50. John Mohan & Bailey Leonard, Neonatal Heart Transplantation, 7 ANNALS OF
CARDIOTHORACIC SURGERY 118, 119, 123 (2018).
51. P. Byrne, Use of Anencephalic Newborns as Organ Donors, 10 PEDIATRIC CHILD
HEALTH 335, 336 (2005).
52. Id.
53. Id.
54. Id.
55. Id.
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musculoskeletal tissue (tissue donation).56 Often, a baby who donates to research is capable of donating multiple organs and/or tissues.57
Current Wisconsin law effectively precludes anencephalic newborns from being candidates for donation for transplantation as a result of the criteria for death promogulated by statute 146.71. For
transplantation donation, surgeons would need to remove the necessary organs from the anencephalic newborn sometime during the
infant’s brief life span; preferably as close to birth as possible. The
birth date of an anencephalic newborn is almost always known and
prepared for in advance, thus making the needed medical team involved and the ability to locate an appropriate recipient able to be
prepared for in advance. However, at the time of the birth and during the ensuing surgery, the removal of the donor’s vital organs
would immediately result in termination of the infant’s heartbeat
and respiration, thereby exposing the physician to homicide charges.
As noted by Jay Friedman, from the perceptive of criminal prosecution, there are two vital questions to answer at this junction. First,
had the donor’s life commenced?58 Then, the question becomes was
the donor considered legally dead before the removal of its organs?59
Under current Wisconsin statutes, the answer to those questions
opens a physician to criminal liability in the event they perform an
anencephalic neonatal organ transplantation. However, a change to
the current statutory definition of death could both help to mitigate
the infant organ crisis and provide the meaning and value many parents of anencephalic newborns search for.
III. THE HISTORY OF ANENCEPHALIC NEWBORNS AS ORGAN
DONORS
Individual medical protocol, the Loma Linda Protocol, and case
law, In re T.A.C.P, have previously made attempts to enable anencephalic newborns to be organ donors for transplantation. Though not
implemented in Wisconsin specifically, these past unsuccessful attempts are pivotal to note and understand to effectively forge forward with a successful option.

56. Can Children With Anencephaly Participate in Organ or Tissue Donation?,
ANENCEPHALY. INFO (May 1, 2019), http://www.anencephaly.info/e/organdonation.php.
57. Id.
58. Friedman, supra note 46.
59. Id.
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A. The Loma Linda Protocol
Following a two-year struggle for available viable options for
anencephalic newborn organ donation, the Loma Linda University
Medical Center released the first protocol in the United States on December 18, 1987.60 The protocol set forth guidelines that sought to
allow for neonatal donation within the constructs of relevant applicable brain death statutes.
Under the protocol, infants born with anencephaly would be
sustained with a respirator for a maximum of seven days.61 During
that period, physicians would remove the respirator every twelve
hours to determine if brain death had occurred and death could be
declared.62 If no brain function was detected, the parents may donate
their child’s organs.63
To avoid any impropriety, the determination was to be made by
two Loma Linda physicians who in no way were affiliated with the
transplantation team, and as needed, an outside consultant would
confirm the findings.64 The artificial ventilation preserved the newborn’s organs to ensure they were viable for transplantation in the
event brain death occurred.65 If such had not occurred after the prescribed seven-day period, the baby was removed from life support
and allowed to die naturally.66
“In 1987 the Loma Linda University Medical Center received
fifty requests from parents seeking permission to donate their anencephalic child’s organs.”67 “Persisting pleas led to the creation of the
protocol.”68 However, after its implementation, the Medical Center
failed to perform the procedure on any of its patients, even in the
presence of a dozen anencephalic infants flown to Loma Linda from
around the country during its nine-month application.69 At the time
of its suspension in September of 1988, the medical team cited various reasons for its failure.70 However, its inability to comply with the
60. New Policy Adopted On the Use of Babies as Donors of Organs, N.Y. TIMES, December
21, 1987, at A, 19.
61. Id.
62. Id.
63. Id.
64. Friedman, supra note 46.
65. Id.
66. Id.
67. Blakeslee, New Attention Focused on Infant Donor Organs, N.Y. TIMES (Dec. 14,
1987), at A, 19.
68. Id.
69. Byrne, supra note 51.
70. Id.
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whole brain definition of death, as required by the statute, was surely
chief among of those reasons.
The protocol failed primarily because of the medical community’s resounding uncertainty as to whether anencephalic newborns
are capable of experiencing pain.71 In the event they do feel pain, artificially prolonging their lives via artificial means would inflict additional pain upon nonconsenting subjects for the benefit of others.72
Thus, this presented an ethical and moral issue that was a violation
of the treating physician’s Hippocratic Oath. Conversely, organ
transplantation can be accomplished painlessly with the use of anesthesia, accordingly, “the effort to comply with the statutory brain
death requirements via the Loma Linda protocol performed an indefensible cruelty upon its subjects that otherwise could have been
avoided.”73
In an attempt to combat pain experienced during the protocol,
Loma Linda proposed administering the painkilling drug Demerol,
if the infant exhibited any signs of distress.74 One of the pivotal prerequisites of adopting the whole brain definition of death is the requirement that the clinical indicators of brain death be reliable.75
There are four conditions in whose presence brain death cannot be
diagnosed with certainty.76 One of which is the presence of particular
sedative drugs, such as a painkiller.77 The driving force behind this
protocol was an effort to ensure the whole brain death of an anencephalic newborn prior to transplantation.78 However, the presences of
the very drug needed to carry it out thwarts that same objective tremendously. In an attempt to comply with the brain death statute as
written, this protocol forces physicians to administer drugs whose
effect is to render the diagnosis of death much less reliable than other
viable options.79
The additional, but perhaps more pressing criticism, is rooted in
an anencephalic newborn’s failure to meet the requirements specified in the standard tests of brain death, even as applied to their
healthy newborn counterparts.80 Typically to declare whole brain
death, in addition to not breathing, a patient must exhibit a lack of
71.
72.
73.
74.
75.
76.
77.
78.
79.
80.

Friedman, supra note 46.
Id.
Id.
Id.
Id.
Id.
Id.
Id.
Id.
Id.
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reflexes and responses to external stimuli.81 However, the problem
for the patient population at issue, is that anencephalies do not possess reflexes.82 Accordingly, the protocol then fails to complete its objective of complying with current brain-death statutes.83 One researcher, critical of the protocol, noted that the use of less stringent
criteria might eventually lead to the relaxation of standards applied
to other newborns, for whom extra vigilance may be required to ensure that the loss of brain function is complete and irreversible.84
B. In re T.A.C.P
Minimal case law exists on the topic of anencephalic newborn
organ donation. This is likely a result of the lengthy timeline of a
litigated case that far exceeds the lifespan an anencephalic newborn.
Accordingly, by the time a case successfully reaches the judgment
stage, the argument would be moot as the infant in question would
no longer be living or candidate for organ donation. However, In re
T.A.C.P., a case out of the Florida Supreme Court, has become the
leading authority on the issue.85
The court In re T.A.C.P, addressed the question, “is an anencephalic newborn considered ‘dead’ for purposes of organ donation
solely by reason of its congenital deformity?”86
The case was brought by the parents of baby T.A.C.P., who after
the eighth month of pregnancy were informed their child would be
born with anencephaly.87 Baby T.A.C.P.’s parents continued the
pregnancy to term with the agreement that the mother would deliver
via cesarean procedure with the expressed intent the infant’s organs
would be donated to other sick infants.88 Her parents both “testified
in court that they wanted to use this opportunity to give life to others.”89
After the scheduled cesarean procedure and birth of baby
T.A.C.P., her parents requested that she be declared legally dead for
the purpose of organ donation.90 However, her health care providers
refused to do so out of concern that they could incur civil or criminal
81.
82.
83.
84.
85.
86.
87.
88.
89.
90.

Id.
Id.
Id.
Id.
In re T.A.C.P., 609 So.2d 588 (Fla. 1992).
Id. at 589.
Id.
Id.
Id.
Id.
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liability as a result.91 The parents filed suit in the district trial court to
certify the determination of death.92 The trial court found against the
family and an appeal to the Florida Supreme Court ensued.93
The Florida Supreme Court began their inquiry by examining
the state statutes, which found no binding legal authority to determine an anencephalic child alive or dead for purposes of organ donation.94 No statute adequately met the needs of the court to make a
definitive decision as to the status of the newborn.95 The court then
turned to common law and policy considerations, which were
equally as unconvincing.96 The court noted it was not “persuaded
that a public necessity existed to justify” the intended action at issue.97
Ultimately the holding rested on the overall lack of consensus
as to the utility of organ transplants at issue, the ethical issues invoked, and the legal and constitutional problems implicated, finding
against the parents.98 The court noted that T.A.C.P.’s heart was beating, and she was breathing at the time in question and accordingly
was not dead under Florida law and no donation of her organs
would have been legal.99
T.A.C.P remains good law and precedent in the state of Florida,
it has become a persuasive authority on the subject nationally, cited
to in many decisions across jurisdictions and in countless articles and
journals. It, however, not binding on the state of Wisconsin. The state
has not been presented with the issue, leaving Wisconsin without
any controlling authority on the issue. Moreover, nationally there
have been no case law developments in nearly twenty-seven years
since the T.A.C.P. decision. It is unlikely that the change needed to
enable anencephalic newborns to be donors for transplantation will
descend from case law. Accordingly, the change will need to be statutorily driven.
IV. WISCONSIN STATUTE 146.71
Both case law and individual medical protocol have failed at an
attempt to provide the widespread or permanent change needed to
91.
92.
93.
94.
95.
96.
97.
98.
99.

Id.
Id. at 588.
Id.
Id. at 593.
Id.
Id.
Id. at 594.
Id.
Id.
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allow the opportunity for anencephalic newborns to be neonatal organ donors. This results from trying to work within the confines of
the current language of the statutes. It then follows logically to pursue a change to the statutes themselves.
A. Current Statute 146.71
Wisconsin Statute 146.71100 was enacted following the language
promulgated by the widely adopted Uniform Determination of
Death Act. The Act is a product of the American Medical Association,
approved by the organization on October 19, 1980.101 It was subsequently approved by the American Bar Association on February 10,
1981.102
As stated in the prefatory note, the Act provided a comprehensive base for determining death in all situations.103 It was based on a
ten-year evolution of statutory language on the subject and rooted in
the interest of modern advances in lifesaving technology.104 The Act
was created to recognize the, then relatively new, ability for an individual to be artificially supported for respiration and circulation after all brain functions cease irreversibly.105 At that time the medical
profession also made significant advancements in the development
of techniques for determining loss of brain functions, in the presence
of extraordinary measures.106 However, the common law definition
of death at that time did not recognize these medical advancements.107 The common law standard recognized only the cessation of
all vital functions, traditionally demonstrated by “an absence of
spontaneous respiratory and cardiac functions.”108
The Uniform Determination of Death Act sought to codify the
medical developments and recognize brain death. Part One of the
Act was the then existing common law basis for determining death –
total failure of the cardiorespiratory system.109 While Part Two extends the common law to include the new procedures for the determination of death based upon irreversible loss of all brain

100.
101.
102.
103.
104.
105.
106.
107.
108.
109.

WIS. STAT. § 146.71 (2019)
UNIF. DETERMINATION OF DEATH ACT (Unif. Law Comm’n 1980).
Id.
Id.
Id.
Id.
Id.
Id.
Id.
Id.
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functions.110
Wisconsin was among thirty-eight states to have adopted the
Uniform Determination of Death Act word-for-word, or with very
similar wording.111 The state did so shortly after the American Bar
Association’s approval in 1981 as statute 146.71, Determination of
Death.112 The language of the statute reads “An individual who has
sustained either irreversible cessation of circulatory and respiratory
functions or irreversible cessation of all functions of the entire brain,
including the brain stem is dead. A determination of death shall be
made in accordance with accepted medical standards.”113 Since its
ratification in 1981, this statute has remained current in Wisconsin
law.
Born in conjunction with the Uniform Determination of Death
Act is the Dead Donor organ donation principle. The Dead Donor
rule requires patients to be declared legally dead prior to the removal
of life-sustaining organs for purposes transplantation.114 The generally accepted criteria of the Dead Donor Rule have been either the
irreversible loss of heart/lung function, or, the irreversible loss of
brain function.115 This criterion falls in line with the definition of
death as promogulated by the Uniform Determination of Death Act.
Current Wisconsin law precludes parents from choosing organ
donation as an option for their anencephalic newborns on account of
Dead Donor Rule’s interdependency upon the statutory definition of
death under 146.71. As noted earlier, anencephalic newborns have
spontaneous respiration and some limited brain stem function and
thus are statutorily living as per statute 146.71. Accordingly, organ
retrieval would violate the Dead Donor Rule.116 However, waiting
until either heart/lung or brain function deteriorates to the point at
which death could be declared results in nonviable organs.117
B. Proposed Language for Statute 146.71
Current Wis. Stat. 146.71 requires whole brain death to declare
death and the Dead Donor Rule requires donors to be dead prior to
110. Id.
111. Nikolas T. Nikas, et. al., Determination of Death and the Dead Donor Rule: A Survery
of the Current Law on Brain Death,41 J. MED. PHILOSOPHY 237, 242 (2016).
112. WIS. STAT. §146.71 (2019)
113. Id.
114. Lynn Pasquerella, Shri Smith & Rosalind Ladd, Infants, the Dead Donor Rule, and
Anencephalic Organ Donation: Should the Rules Be Changed?, 20 MED. & L. 417, 417 (2001).
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transplantation, but anencephalic infants do not meet the prescribed
criteria within a suitable timeframe for transplantation, creating a conundrum for transplantation teams. From this, a push was born to
broaden the definition of death under the Uniform Determination of
Death Act, and in turn statute 146.71, to create a provision to provide
the option for anencephalic newborn organ donation. Two suggestions have dominated this conversation. The first is an amendment
to the definition of brain death, so that an individual is declared dead
with the irreversible loss of “all higher brain function” and the second proposal adds the term “brain-absent” to the category of braindead.118
The suggested loss of “all higher brain function” amendment
would allow for an individual to be legally dead even in the presence
of some remaining brain stem function, thus including a provision
for anencephalic newborns. The term higher brain functions refer to
the operations of the brain that make the human brain unique.119
They include the ability to communicate verbally, “the capacity to
think in the future and the ability to hold multiple tracks of complex
information ‘online’ at the same time.”120 The higher brain function
capacities of the human brain also extend to cognition, behavior and
even personality.121 Most notable for purposes at present is the cognitive ability to comprise capacities such as “intellectual function,
memory, speech and language, complex perception, orientation, attention, judgment, planning, and decision-making.”122
Anencephalic newborns lack any higher brain function and are
generally assumed to have no consciousness or awareness.123 Thus
fitting them squarely under the proposed “irreversible loss of all
higher brain function” definition of death.
There is one very prominent criticism of this language change;
it would extend past just anencephalic newborns to a number of
other situations in which higher brain function is either lost or never
present.124 Most notably, this definition of death would extend to include those individuals in a persistent vegetative state (PVS). This
proposed language change is undesirable for purposes of this undertaking, as a more tailored and advantageous option exists.
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The second proposed amendment is more widely promulgated
as well as more limited in scope, providing a provision strictly for
anencephalic newborns. This proposal adds the term “brain-absent”
to the category of brain-dead.125 This proposal gained some traction,
with California, New Jersey, and Ohio all having made legislative
attempts to modify the Uniform Anatomical Gift to reflect the brain
absent language.126
With the addition of the “brain absent” language in Wisconsin
Statute 146.71, it would now read: An individual who has either; sustained the irreversible cessation of circulatory and respiratory functions, the irreversible cessation of all functions of the entire brain, including the brain stem, or is brain absent, is dead. A determination
of death shall be made in accordance with accepted medical standards.
This language is grounded in the notion that such a large extent
of an anencephalic brain is missing, including those portions that
control consciousness, responsiveness and other hallmarks of personhood, that the brain is absent altogether. The term is specific
enough in nature to create a statutory provision that extends only to
include anencephalic newborns in the definition of death.
Now returning to the questions posed earlier “had the donor’s
life commenced” followed by, “was the donor considered legally
dead before the removal of its organs?”127 The proposed language
addition to Wisconsin Statute 146.71 would create an affirmative response to the second question and accordingly enable anencephalic
organ donors to qualify for transplantation, both in compliance with
the Dead Donor rule and without fear of criminal liability. It by no
means mandates their use in this matter, but simply gives the parents
the option to pursue. It gives the parents control in a situation they
otherwise would have very little over. It allows the parents to feel
that their child’s life, no matter how short, had real and impactful
meaning. It allows for the prospect of hope for families awaiting neonatal transplantation.
V.

ETHICAL CONCERNS

The impact of the statutory language change would be vast,
with the possibility of anencephalic organ donations, aiding an organ
crisis, offering newborn recipients a chance at life, and providing
125. Eugene F. Diamond, Anencephalic Infants as Donors for Organ Transplantation, 56(2)
THE LINACRE QUARTERLY 11, 19 (2017).
126. Id.
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additional meaning to donor’s lives. However, often raised in conjunction with this potential for impact are some significant ethical
concerns. Among them are the more philosophically rooted questions pertaining to the newborn itself, such as are anencephalic newborns human beings, or do they have interests? Do those interests
extend to the parents and their rights to determine their child’s future and use? Along with those issues are questions regarding religious objections or legal implications.
A. Consciousness & Personhood
Anencephalic newborns are very much people in the sense that
they are tremendously loved by their families, their little feet will be
cast into molds that their parents will cherish, and the hats that adorn
their heads in the hospital will make their way into baby boxes. However, with the addition of the “brain absent” language into the statute, they will be born legally dead and not enjoy the rights associated
with personhood, even in light of their cardiovascular function.
Though their heart will beat for a short time, they will never experience consciousness, a quintessential hallmark of personhood.
The medical definition of consciousness is “the state of being
aware or perceiving physical facts or mental concepts; a state of general wakefulness and responsiveness to the environment; a functioning sensorium.”128 By this definition, anencephalic infants are not,
nor will ever be conscious. Can someone be classified as a human
being if they never experience consciousness, and does this entitle
them to rights? Dr. Robert J. Levine, Yale professor of medical ethics,
reflected that answer might be a negative.129 He opines that these infants will never have thoughts, feelings, sensations, desires or emotions.130 They do not have any social interaction, memory, pain, or
even suffering.131 Thus, their cardiovascular function at birth is not
in itself a dispositive for the adaptation of the brain absent language
that would render anencephalic infants not living upon birth.
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B. Opt-Out Policy
Religions typically view organ and tissue donation as acts of
charity and goodwill.132 Accordingly, organ donation itself in cases
of anencephalic newborn donation would be permissible. However,
some religious groups take issue with this individual process, as it
implicitly ends the life of the anencephalic newborn prior to their
natural death.
Regarding the issue of anencephalic newborn transplantation,
the American Medical Association has received protests from physicians, as well as advocacy groups such the American Association of
Pro-Life Pediatricians, the Christian Medical and Dental Society, and
some medical specialty societies. 133 All of these groups have denounced the practice, citing religious reasons.134 There are groups
who hold these beliefs in Wisconsin.135
Wisconsin is a state comprised of people holding vastly different religious truths, each carrying their own set of beliefs and ideals.136Accordingly, there will be sections of the provider community
for whom this process will not integrate into their moral or religious
beliefs. To work with those caregivers, individual hospitals can create an opt-out policy for physicians to performing anencephalic neonatal transplantations. This policy would operate similarly to that
which currently exists for religious conscientious objectors to other
procedures, such as blood transfusions or abortions.137
C. Parental Consent
The most pervasive problem implicated in the discussion of the
ethical concerns amid anencephalic neonatal donation is that the donor population themselves have not, and will never, reach a time that
they can shed light on the decision to donate organs or not. If
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someone lives to the point of creating a living will or sharing with
others his or her choice to donate, there is no ethical concern with
harvesting the organs.138 However, that is not an option present in
the case at bar. Thus, it logically follows to look to the parents for
their consent and approval. Recent research has found that in seventy-five percent of cases, anencephalic newborn parents initiate
conversations about donation.139 This statutory language change will
not mandate transplantation, but it will provide a viable option for
those seventy-five percent of parents, and others, seeking to find new
meaning in their anencephalic child’s life.
CONCLUSION
It is a late night in a Wisconsin hospital when a birthing team
assembles in an operating room for the birth of a little girl. Unlike
the events that surround most births, there was no baby shower, no
painstaking assembly of a crib, nor a college fund set-up in preparation of the future. This newborn baby girl is an anencephalic newborn. Her entire life will be only minutes or hours long.
With the addition of the “brain absent” language to Wisconsin
Statute 146.71, this story ends differently. This story ends in hope for
the little boy down the hall in desperate need of a liver transplant.
The revised Wisconsin Statute 146.71 would enable that little girl’s
parents to elect to donate her healthy organs.
The “brain absent” language does not force the decision of
transplantation; it merely provides parents an opportunity to begin
that dialogue and an option to pursue where one did not previously
exist. It gives parents control. It gives their child’s death a new meaning. It gives families, on both sides, hope. Accordingly, Wisconsin
should adopt the language into its statute.
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